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Parent & Family Well-Being

Caring for a child with exceptional needs and accessing intervention,
while balancing the requirements of the rest of the family can be both a
rewarding and a demanding task. Dealing with the initial diagnosis is
often a time of great stress for both parents and their extended families.

Parents of children with exceptional needs often experience a wide
range of emotions, each with a different intensity. It is important to
remember that everyone adapts in his or her own way. One person may
express their feelings very openly, another may suppress their feelings by
immersing themselves in their work. Some parents report feeling numb for
several months, others report feeling fearful as to what the child’s future
may hold. All these responses are very normal reactions to a stressful
sifuation.

Many parents find it helpful during this time is to seek out someone,
perhaps a close relative or friend, who will listen and understand. Similarly,
talking to other parents who are going through the same experience is
also often beneficial. Many parents of children with autism report that
reaching a stage of “acceptance” regarding their child’s disability was a
gradual process resembling a journey, which had many ups and downs.

Although there are resources and professionals available to assist families
during this difficult time, no one can tell you how to feel or when you
should expect to feel differently. What can be provided however, are
some suggestions for managing these emotions in a way, which may assist
you in coping better.
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General Suggestions to Assist Families to Cope Better

Taking some Time for Yourself

All the additional jobs you do for your child with a disability mean that you
have extra responsibilities. In many instances, the primary caregiver often
spends most of the day giving to everyone else, leaving no time for him or
herself. It is important however, to plan and ensure you get some time to
yourself in order to “re-charge your batteries”. Ask people around you for
help and respond to any offers of child-minding from friends and family
members, even just for short periods of tfime, in order to lighten your load.
You will find, that with a little guidance, other people are able to look
after your child and ensure their needs are met while you take a break.

Childcare can be accessed through: Occasional Care Centres, Family
Day Care, Long Day Care Centres, Pre-schools and Respite services.
Contact your local Council for a list of childcare options in your area.
Assistance with housework can also be accessed at reduced costs
through agencies like “Home Care” and "“Dial an Angel”.

Staying Healthy

In addition to taking time off to stop and relax it is important to make sure
that you get enough sleep, a balanced diet and regular exercise. If you
aren’t physically healthy it becomes even more difficult to take care of
your family. Rely on resources which you usually draw on during fraumatic
sifuations.

Sharing Your Emotions with Others

Talking about your feelings with friends and family members can help to
share your load. Allow these feelings to surface, because without some
release, you may be unable to think clearly at a time when you need all
the energy you can gather.

Counselling can be helpful to discuss and cope with the emotions you
may be experiencing. Your local Community Health service will have free
counsellors you can visit or your GP can refer you to other counselling
services. There should be no criticism about the emotions you are
experiencing.
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Supporting each other

Parenting a child with autism can both strengthen and challenge the
relationship between you and your partner. Often, the need to solve
difficult problems together can bring couples closer, however, even the
strongest of relationships can be weakened by the stress of raising a child
with additional needs.

Remember, your partner may be responding differently to you in regards
to the diagnosis. One of you may be more emotional, the other less
communicative. One may find comfort in searching for as much
information about autism as they can, the other may find the same
information overwhelming. It is important, therefore, to talk about how
you are both feeling and what you can do to help each other during this
difficult period.

Although it can be difficult to organise, couples often find that taking
breaks without their children helps renew their energy. Give yourselves
permission to relax and enjoy each other’'s company.

Try to make important decisions about your child together. Often, the
parent who is involved in all the physical “running around” to therapy feels
better equipped to make decisions about what is the best intervention for
their child. By sharing information equally and having both partners
involved (even if not always physically), these decisions can be made
together and relieve some of the stress for the more involved parent and
reduce the isolation often felt by the other.

For single parents, there are additional challenges. Accessing support
services and child care, in order to have some time for yourself can be
helpful. Accessing friends and extended family for assistance can be
beneficial and provide an important source of support.

Supporting one Another as a Family

Talking openly about your feelings, hopes and fears with family members,
can reduce some of the burden on the major care giver. Your partner,
other relatives and other children may cope better understanding and
sharing with you your good and bad days. Often siblings may have their
own ideas about their sibling’s disability, its’ cause and what the future
may hold for that child and themselves. It is important therefore to give
them good quality information, which is appropriate for their age. Your
other children may also benefit from 1:1 attention and will need to have
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opportunities to express themselves and participate in solving problems as
part of the family. See also the BUILDING BLOCKS® Information Sheet on
Issues Related to Siblings for more information.

Accessing Quality Information

Learn what you can about Autism. Facts often replace worry and in-
action, however it is important to read small amounts of relevant
information so you do not become overwhelmed. With the enormous
amounts of information currently available to families via the Internet, it is
vital that you try and access current and reliable information from
reputable sources. Remember, everyone's child is different and not
everything you read will apply to your own child. Take fime to observe
your child, his/her likes & dislikes, learning style etc. Learning about how
your own child learns best will help you make more informed decisions
about intervention options.

Taking Note of Progress.

Keeping a journal of your child’s daily experiences can help you notice
the little gains your child is making. Take note of small gains and
achievements your child makes and remember that over time, real
progress is being made. It is important to maintain hope by celebrating
the individual signs of growth and change that you see.

Meeting Other Parents of Children with Autism

Meeting and sharing your feelings and experiences with other people in
similar situations can be a great support. Other parents of children with
autism may be able to share strategies and ideas that have worked for
them as well as really understanding where you are coming from.
Contact details for established Autism Support Groups in different areas of
New South Wales are available by contacting the Autism Information Line
on 02 8977 8377. In addition, the “Someone to turn to...” program
matches families of newly diagnosed children with “veteran” parents of
older children with autism. Contact the Autism Spectrum Australia on
8977 8300 for more details.
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Taking action.

Many parents gain strength working with others on behalf of all children
with — autism. Lobbying and advocating for additional resources,
community programs, or school services can help parents see themselves
as important contributors to the well being of others as well as their own
child. One organisation which is active in lobbying at a national level is
“A4 Autism, Aspergers Advocacy” their web address is: www.a4.org.au.

References:

Autism Society of America website, Stress on Families Fact Sheet,
hhtp://www.autism-society.org/PageServerepagename=livingfamily

The Spastic Centre of New South Wales website, (1998).Tips for Looking
After Yourself Fact Sheet, Section 3- Fact Sheet 16

Singer, G. H. S., and Powers, L. E. (1993). Active coping skills and strategies
for family interventions, Maryland: Paul H Brookes Publishing.

This Parent Information Sheet is Written by: Marina Bailey & Emma Pierce, 5
BUILDING BLOCKS® Early Intervention Service
Phone: 02-8977 8300 Fax: 02-8977 8399 www.aspect.org.au
©Copyright Autism Spectrum Australia Not to be reproduced without permission.





<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJDFFile false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /SyntheticBoldness 1.00
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveEPSInfo true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /Description <<
    /FRA <>
    /ENU (Use these settings to create PDF documents with higher image resolution for improved printing quality. The PDF documents can be opened with Acrobat and Reader 5.0 and later.)
    /JPN <FEFF3053306e8a2d5b9a306f30019ad889e350cf5ea6753b50cf3092542b308000200050004400460020658766f830924f5c62103059308b3068304d306b4f7f75283057307e30593002537052376642306e753b8cea3092670059279650306b4fdd306430533068304c3067304d307e305930023053306e8a2d5b9a30674f5c62103057305f00200050004400460020658766f8306f0020004100630072006f0062006100740020304a30883073002000520065006100640065007200200035002e003000204ee5964d30678868793a3067304d307e30593002>
    /DEU <>
    /PTB <>
    /DAN <>
    /NLD <>
    /ESP <>
    /SUO <>
    /ITA <>
    /NOR <>
    /SVE <>
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


